ABSTRACT
INTRODUCTION
Many people, including young and old people, living in the English-speaking Caribbean (ESC) countries experience chronic and terminal illnesses that contribute to high mortality, including breast, cervical, ovarian, prostate, colorectal, lung, stomach, liver, and other cancers; cardiovascular diseases; hypertension; diabetes mellitus; HIV/AIDS; renal failure; chronic respiratory diseases; injuries and violence; diseases associated with ageing; and other causes (1, 2) . Likewise, there is a general agreement that an epidemic of chronic non-communicable diseases accounts for nearly half of the deaths of people younger than 70 years (3) . Approximately 60% of older people in the ESC region reportedly have at least one chronic disease. Moreover, older, poorer and depressed women are at an increased risk of dying from chronic diseases (4) .
Cancer is the third leading cause of death in the ESC countries, following cardiovascular and cerebrovascular diseases (5) . The ESC countries, including Jamaica, Barbados, and the Bahamas, have the highest age-standardized prostate cancer mortality rates in the world (6) ; there are also high mortality rates from breast and cervical cancers in Caribbean women (5, 7) . Most cancers, as well as other non-communicable and communicable diseases, in the ESC countries are identified after the occurrence of their symptoms and signs, which increases the likelihood of morbidity-and mortality-related outcomes for advanced metastatic diseases (6) and the end stage of other diseases (8) .
There is evidence regarding the heavy financial and emotional burdens of economically-challenged Caribbean individuals who are chronically and terminally ill (6) . In resource-poor ESC countries, most terminally ill patients, who experience severe pain and distressing symptoms do not have access to appropriate analgesic drugs and other medications and they cannot afford to purchase pain relief medications (9) . There is also a financial burden relating to invasive medical interventions such as radiology, urological radiotherapy, cardiopulmonary resuscitation and other medical treatments (6) . Seriously ill patients and their relatives may also be concerned about the multiple medical interventions that can leave them confused, distressed, and preoccupied about the future and financial costs of further medical interventions. In the absence of effective palliative care and curative care systems to appropriately address the needs of patients and their families living in the ESC countries (8, 10) , most patients and their relatives experience undue hardships and severe financial and psychosocial strains when dealing with chronic and terminal illnesses (11) .
The ESC countries include 15 relatively small countries and the two larger continental countries of Belize and Guyana. This article describes the status of palliative care in these ESC countries. The relationship between seriously ill and dying Caribbean patients and the healthcare system is also discussed. The present theory and research regarding palliative care and hospice care are presented. Finally, recommendations for the development of high-quality and culturally appropriate palliative services throughout the ESC countries are discussed.
Response to life-threatening illnesses in the ESC countries
Many qualitative studies have indicated that, in the event of life-threatening illnesses, the majority of Caribbean people prefer to die at home rather than in hospitals. Despite the challenges, some individuals' self-reports indicate better care at home than in the hospital (12, 13) . This might be related to the inadequacies of the public and private hospitals and medical centres throughout the ESC countries. The excessive financial costs for the diagnoses and treatment are also barriers to accessing healthcare. Lower-income chronically and terminally ill Caribbean patients are reportedly treated unequally by healthcare providers. In addition, family members experience fear and uncertainty regarding the patients' medical condition and treatment (13) . Nurses have refused to deliver pain medications such as morphine, codeine and other opioids to hospitalized patients (12) . This reluctance is said to be related to misguided beliefs that these are illicit, dangerous, and addictive narcotics and to cultural beliefs that pain and suffering are destined by God; therefore, one can manage or tolerate such pain. Other individuals might believe that little or nothing can be done for their pain and suffering, or they are afraid of taking medications (14) . The financial costs of purchasing adequate pain medications might also be unaffordable for many patients and their relatives. Hence, many chronically and terminally ill Caribbean patients experience unrelenting pain, without adequate pain medications and unnecessarily painful deaths (11, (15) (16) (17) .
In the absence of palliative care, pain relief and counselling, terminally ill Caribbean patients who receive home care tend to rely on prayers and spiritual comfort in accordance with the dominant Christian religion of the Caribbean. The factors associated with reliance on traditional herbal medicine, traditional healers, or family and community support include a general lack of information regarding conventional medicine, indigenous cultural beliefs about the aetiology of illnesses such as cancer is a curse and therefore a spiritual malady and Christian beliefs about the use of herbs for healing/ medicinal purposes (9, 13) .
Reports indicate that terminally ill Caribbean patients, who choose to die at their homes, experience severe physical and emotional pains. For instance, it is not unusual for public and private hospitals and pharmacies not to stock pain medications or to refuse to provide them to patients (11) . The affected families are typically without financial support, counselling, training, and home-care assistance in the small and resource-limited communities in the ESC countries, which are characterized by a paucity of healthcare resources (11, 13) .
In a qualitative study, family members reported that patients who died at home were in comfortable and familiar settings (12) . They were cared for and provided with their own food preferences, and family members and close friends attended to their personal care. However, there can be relational problems, a sense of disempowerment, and psychological distress experienced by seriously ill patients and their relatives. Emotional distress can exacerbate the patients' symptoms, among other adverse psychosocial and physical outcomes. Studies indicate that providing long-term care for seriously ill relatives can compromise the overall physical, psychosocial, and spiritual health of caregivers who are subsequently at risk for depression, cardiovascular disease, compromised immune function and increased mortality (18) . Therefore, research studies are needed regarding the nature and quality of family relations in the context of caring for seriously ill family members in Caribbean home settings, as well as the overall impact on caregivers. Similarly, evidence-based data are needed regarding the patients' perceptions of family caregivers and their responses to family care services. Data are required on the degree of attachment, intimacy, hours of contact between patients and caregivers, and anticipatory grief of both patients and relatives (18) .
Theory of and research on palliative care
Palliative care services and hospice care are some of the most neglected aspects of the care of chronically and terminally ill Caribbean patients, especially for vulnerable patients with the least financial and educational resources. There are also limited hospice care facilities and home-based hospice care services throughout the ESC countries. In addition, paediatric palliative care is an underdeveloped public health area.
Both palliative and hospice care emphasize quality of life issues for patients and families dealing with chronic and life-threatening illnesses. Hospice care is related to the patient being terminally ill and agreeing to a purely palliative approach. Therefore, hospice care involves symptom and pain control and medical, psychological, spiritual and family support. This approach is guided by a quality of life assumption, that is, to assist individuals to die in peace and comfort and with dignity (10) .
It is generally agreed that the quality of life concerns for affected patients and their families are of particular importance when facing life-threatening illnesses and throughout the trajectory of chronic illnesses. Palliative care has been defined as the provision of care from the beginning of the trajectory of life-threatening or lifelimiting illnesses to alleviate physical, psychosocial, and spiritual suffering and to enhance the quality of life for patients and their families. Other aims include: the careful assessment of the delivery of services, delivery of conventional medicine, prevention and control of pain and other distressing symptoms, and the delivery of comprehensive, multidisciplinary support to the patient and family throughout the course of the illness (10, 19) . Palliative care and curative-medical treatments are typically delivered concurrently. Palliative care is essential for the prevention of debilitating illnesses and for the provision of supportive services to assist patients and their relatives to cope with chronic and terminal illnesses.
Palliative care provides practical assistance with medical/nursing concerns such as assisting patients and their relatives in negotiating the medical system, treatment for mental distress, depression, and anxiety and counselling to assist the patients' emotions, loss and grief.
Relatives are provided with support during the bereavement period. Family caregivers are provided respite care to ease the burden of caring for dying relatives. Therefore, effective palliative care is a multidisciplinary and person-centred approach concerned with the quality of life issues related to the end-of-life and bereavement (15) .
Palliative care can be provided by teams, nurse/nurse practitioners, doctors, social workers, chaplains, psychologists, community health-workers, ordinary caring people and community volunteers. The aim is to create and sustain "communities of care" for the delivery of high-quality palliative care (20) . The team approach is essential for home care, hospitals, nursing homes, longterm care institutions and other places of care (13) . This team model is useful for the ESC countries, with the inclusion of healthcare practitioners, healthcare officials, family caregivers, pharmacists, psychologists, local policy-makers, community leaders and external experts in the field of palliative care. To accomplish these goals, Kasl-Godley, King and Quill (19) stated that team members should have "some knowledge of the basic pathophysiology of common diseases and the symptoms experienced by palliative care patients (eg, pain, fatigue, nausea, dyspnoea, insomnia, wasting syndromes, delirium and constipation) and should become familiar with the physical changes common to active dying (eg, changes in breathing, urine output, circulation, terminal delirium" (p. 367).
Palliative care can be delivered in hospital settings, medical centres, outpatient clinics, home-care settings, long-term care facilities and community medical centres (19) . Palliative care services can better prepare patients and their families to effectively cope with the course of the disease to the terminal stage. Effective palliative care can engender positive emotions and a sense of well-being as well as feelings of gratitude, compassion, forgiveness, spiritual comfort, and emotional and spiritual growth despite the difficulties of dealing with life-threatening illnesses. Other studies show that individuals who receive palliative care are more likely, than those who receive usual care, to report better pain control and symptom management and less likely to experience repeated hospital visits (21) . Based on the weight of the existing evidence, it is cost-effective and humane for the ESC governments to prioritize the delivery of palliative care by integrating palliative care and hospice care services into the national public health systems.
Communication and palliative care
Communication earlier in the trajectory of an illness is purported to have positive effects on patients' satisfaction and their choices. According to Smith 
According to Kasl-Godley, King and Quill (19), good communication can influence patients' adherence to treatment regimens, the rate of recovery, patients' satisfaction with care, and pain control and can improve the psychological functioning of patients and their family members. The evidence suggests that patients, who experience effective palliative care and hospice care, report that their exposure to the relevant information allowed them to feel more confident in making informed decisions. Consequently, they feel less distressed (19) . In contrast, poor communication is related to dissatisfaction and increased co-morbidity of cancer patients and their family caregivers (15) .
Patients with terminal illnesses may experience a sense of hopelessness and regret at not being able to accomplish certain life goals. They may be concerned about unresolved life issues as well as other spiritual and existential issues. Healthcare practitioners should provide the opportunity for the patients and their family members to explore these issues with the aim of gaining greater clarity and acceptance of the inevitability of the end and should assist the patients and their relatives to consider living fully in the midst of suffering. It has been suggested that there is a positive relationship between a patient's suffering and the caregiver's distress. Hence, the control of the patient's pain, depression, spiritual distress and psychosocial strain could contribute to improved well-being for the caregiver. Such improvements can also help to address the caregiver's distressing concerns (18) .
Palliative care is also concerned with the quality of patient-physician relationships to ensure that the patient is an active and self-determining agent in decision-making regarding their end-of-life treatment preferences. Manalo (23) described the need to "individualize care option discussions to illness status, and patient and family preferences, beliefs, values, and cultures. The process of shared decision-making between the patient, the family and the clinicians should continue as goals evolve and change over time" (p.1). The main focus of care delivery is based on the patient's and their relatives' needs and wishes. The perspectives of patients, their relatives, and health professionals should inform how services are organized and delivered throughout the ESC countries. Likewise, culturally relevant and socio-economically appropriate palliative and hospice care services should be developed for adults and children who are chronically ill and dying in these countries (12) .
Improving palliative care in the ESC Countries
Caribbean nations and institutions appear to lack written policies on effective pain relief and end-of-life care (13) . There is a paucity of regional and national information on palliative care, hospice care, and home care. National guidelines that highlight the standards of care for chronic and dying patients are needed. Reliable evidence is required regarding national and local health policies and guidelines on healthcare proxy, living wills, do-notresuscitate (DNR) directives, healthcare practitioners' discussions with family and patients about end-of-life care, and medical interventions (22) .
Pain management is a significant pressing need for patients who are at the terminal stage of their illnesses. There is an urgent need to address the barriers to pain medications for chronically and terminally ill Caribbean patients. The major barriers appear to be restrictive regulatory statutes and misinformation and misguided beliefs about the misuse and misappropriation of opioids and other essential palliative medications (14) . Caribbean governments should review and revise the regulatory laws to facilitate the delivery of pain and other palliative medications for medical and scientific use. It is imperative that Caribbean governments establish a system of controls to prevent the abuse and diversion of opioid analgesics.
There are also deficits in the public and private healthcare systems, including high medical costs and the lack of attention regarding the development of pain management priorities (12) . Governmental policies on pain assessment and pain management are needed.
Policy remedies are required for the perceived barriers to caring for poor and vulnerable ESC patients, including long waiting lines, patient anxiety about the nature and quality of medical services, lack of funds to cover transportation costs for medical purposes, and the negative attitudes of medical practitioners (12) .
Caribbean healthcare providers could benefit from appropriate training on effectively managing chronically ill and dying patients and their families. For instance, Jamaican patients and families report mistrust and poor communication when dealing with healthcare practitioners. Other communication problems include: inaccessible language used by physicians in the delivery of medical information, feelings of being disrespected and patronized by healthcare personnel, very long waiting times to be seen by medical staff, and the lack of information and assistance in offsetting the cost of medications (11) . Caribbean palliative care teams have the responsibility to challenge the cultural myths and misperceptions of the aetiology of illnesses by sharing basic knowledge on the aetiology and trajectory of illnesses. Palliative practitioners will need to address the depression, fear of death and isolation reported by caregivers of Caribbean cancer patients (11) .
It also appears that the knowledge of physicians and other health-workers regarding palliative care needs to be improved, particularly regarding pain assessment and pain and symptom management skills for the effective delivery of pain medications and appropriate management of patient care. Mental health personnel, including psychologists and psychiatrists, should be central to the team approach to palliative care in the ESC countries. There is sufficient evidence of the high levels of depressive symptoms and anxiety in seriously ill patients and their family caregivers (24) . Across the ESC region, there are varying rates of depression among patients with diabetes, cancer patients, the elderly, the financially challenged, and individuals and family caregivers dealing with chronic and terminal diseases. Women are more likely to have higher levels of depression and anxiety than men, and these psychological co-morbidities of these psychological disturbances with existing diseases must be addressed by the palliative care personnel (25) .
In brief, Caribbean healthcare workers and governmental officials should strive to provide integrated and holistic palliative care to patients with chronic and terminal diseases to improve the overall quality of life for the patients and their families (26) . Macpherson (12) advised collaboration among medical and supportive services in achieving high-quality palliative care for the ESC patients and their relatives. The networks of healthcare personnel, national policy-makers, community leaders, and other major health and political stakeholders are better able to institute and evaluate optimal care and identify the best practices (15) . It is generally agreed that these objectives are more achievable when palliative care services are integrated with the national public health system (10) .
There is a dearth in the ESC countries of specialist palliative care providers with extensive training in this field, with appropriate credentials and working in this field. For instance, a disproportionate number of Caribbean surgeons do not have adequate training in minimally invasive surgery, primarily due to the lack of operating room time, lack of equipment, and paucity of surgeons with advanced credentials to mentor medical students (27) . There are only a few hospice or palliative care facilities and palliative specialists throughout the ESC countries (14) . Similarly, there is inadequate information from the ESC countries on the availability of specialty drugs that are effective in treating chronic illnesses such as cancers and HIV/AIDS and that can assist patients with living longer and healthier lives. It is essential to underscore that specialist palliative care is more effective than conventional care (15) .
Paediatric palliative care is a neglected area of research in the ESC countries. A significant number of Caribbean children and young adults die each year from cancers, HIV/AIDS, neonatal assaults, chronic kidney disease, and other chronic and terminal diseases (28) (29) (30) . There are very few published studies conducted in the ESC countries regarding this topic. Bodkyn and Lalchandani (28) published the first comprehensive population-based findings regarding the incidence of childhood cancer in Trinidad and Tobago. The issues discussed for adult palliative and hospice care, personcentred care, the control and management of pain and distress, and attention to the patients' mental, psychosocial, emotional, and spiritual well-being also apply to the treatment of chronically and terminally ill children. There must be special care given to the cognitive and emotional life of children facing life-threatening illnesses. Palliative care practitioners should address the emotional responses of parents, siblings and other close relatives of dying children (30) .
Children may have difficulty in describing the severity of their symptoms and pain to healthcare practitioners. The research literature describes many measures and approaches to appropriately and effectively address such concerns (10) . Scholars, civil society, medical practitioners, and other essential healthcare and policy-making personnel should prioritize paediatric palliative care.
Considerably more palliative care providers are needed in the ESC countries. Nursing and medical training programmes should provide specialized training in paediatric and adult palliative care, hospice care and home-based care. Institutions of higher learning, including The University of the West Indies (UWI) campuses, should provide degree-granting training to undergraduate and graduate students for paediatric and adult palliative care and hospice care. The graduates of these programmes should emerge as strong advocates of paediatric and adult palliative and hospice care throughout the ESC countries.
There is a shortage of qualified health-workers in the Caribbean. Therefore, attention should be directed at trained community health-workers and volunteers in the provision of palliative care. The community level provides an essential source of support, particularly in rural communities. A distance-learning component for the practice of palliative care would be accessible to healthcare professionals in the rural areas (20) .
Collaboration between community health-workers and medical and other supportive services is required to achieve high-quality palliative care in the ESC countries. Such care requires the maintenance of regular contact with each other and the adoption of system-wide standards of care (20) . Mobile healthcare clinics and government mandated media announcements regarding the usefulness of palliative care are also recommended (11) . For instance, the Caribbean public should be made aware that patients with terminal diseases can have access to both traditional medical treatment of their diseases and palliative care for their disease. According to experimental research findings, compared with conventional medical treatment only, the early integration of palliative care with standard oncologic treatment in advanced lung cancer patients results in a longer life span of approximately two months, improvements in patients' mood, and less expensive, less invasive medical treatment in the final months of life (31) .
For the successful implementation of palliative care throughout the ESC countries, the following deficiencies should be remedied. There are limited regional and national data on cancer morbidity and mortality. A few of the ESC countries such as Jamaica, Trinidad and Tobago, have cancer registries. However, the reported data are restricted to certain communities; therefore, nationwide data are lacking (1) . There are insufficient national and regional guidelines and mechanisms that provide guidance for health institutions to evaluate the quality of care or track the progress towards institutional and national priorities. The ESC countries have not established computer-based linkages within and between the data sources of the various health institutions (1) . Consequently, it is not yet possible to effectively monitor the morbidity and mortality of patients. Regional data for disease screening, treatment of life-threatening illnesses and aspects of pain evaluation are needed. The existing guidelines for the treatment of chronic and terminal diseases should be adequately disseminated. Evidence-based regional and national data are needed regarding who is eligible for palliative care.
CONCLUSION
In conclusion, non-communicable and communicable diseases are expensive in both human and economic terms. The treatment of these diseases poses serious threats to the economic structure of the ESC countries, including both financial expenditure and labour costs from the significant number of patients and their relatives coping with chronic and life-threatening diseases who are therefore missing from the workforce. For instance, the total healthcare cost, expressed as a percentage of the gross domestic product, for the treatment of hypertension and diabetes ranged from 0.5% in the Bahamas to 5.2% in Trinidad and Tobago (32) . There are additional costs for the training of medical and non-medical staff, particularly in the context of a scarce national budget. This article also highlighted other deficiencies in the Caribbean healthcare systems. As previously noted, palliative care reduces the financial burden on healthcare spending by minimizing patients' exposure to unnecessary medical treatments and reducing the length of hospital stays. Hence, the Caribbean governments are challenged to issue national guidelines for the implementation of cost-saving, highquality, and culturally-relevant palliative care, hospice care, home care, and paediatric palliative care for adults, children, and their relatives dealing with chronic and terminal illnesses.
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